• Underutilisation of disability support services is common among people from Chinese backgrounds in England.
Introduction
The Chinese population of the UK has experienced a rapid growth in the past decade: it increased from (2010) and Equality Objectives Action Plan (DH 2012) set out to achieve. Studying the experiences of social care of people from Chinese backgrounds helps to address equality and diversity issues.
Studies examining experiences of social care of adults with physical illness find that poor staff attitudes, inefficiency and poor management of care are perceived to have negative implications for satisfaction levels (Manthorpe et al. 2008) . Other studies to explore experiences of adult social care among different minority ethnic groups highlight some common themes. These include low levels of contact with formal services (Bignall & Butt 2000 , Liu et al. 2014 , experiences of prejudicial assumptions, especially in relation to the role of informal carers (Chahal 2004 , Katbamna et al. 2004 , Chow et al. 2010 ) and a lack of information and awareness of the range of services available (Chahal 2004) .
It is found that underutilisation of disability support service is commonplace among different minority ethnic communities (Bignall & Butt 2000 , Chahal 2004 ) and Chinese groups (Care Quality Commission 2010) in England. Broadly speaking, structural and cultural factors are used to explain low service use among people from Chinese backgrounds. A lack of knowledge of services available (Hiew et al. 2008 , Liu et al. 2012 and language difference (Ng et al. 2007 , Waller et al. 2009 ) create difficulties for Chinese people to access services. There is ample evidence to support that limited language skills in English presents a challenge for Chinese people, especially among the first-generation immigrants, to access mainstream facilities (Wong 2006 , Aspinall 2007 , Liu et al. 2015 . Although the use of interpreters can help to overcome communication barriers, it is often difficult to locate quality interpreting services (Rochelle & Marks 2010 , Koo 2012 . A self-report survey reveals that among different minority ethnic groups, Chinese people experience more difficulty to communicate effectively with healthcare professionals and feel that their wishes are not respected in the healthcare decisionmaking process (Healthcare Commission 2008) . Additionally, previous experience of discriminatory practice with mainstream provisions also deters Chinese people from initiating contact and engaging with public services (Huang & Spurgeon 2006) . We need to examine how these structural factors impact on the experiences of social care.
Conversely, cultural factors offer another perspective to understand why Chinese people are reluctant to seek help outside the confines of family. Cross-cultural studies report that Chinese people are less accepting of people with disabilities than people of European descent (Westbrook et al. 1993 , Ryder et al. 2000 . Because of the stigma associated with disabilities and the worry that the association with family members who experience disabilities will be exposed during the help-seeking process, many Chinese families are resistant to contact and engage with disability support services (Holroyd 2003 , Yeung 2013 ). Moreover, self-management is a preferred strategy to manage health-related problems in Chinese societies (Kim et al. 2006 , Liu et al. 2015 ; families are expected to take up the caring role for their family members (Chan 1987 , Yu 2000 . Involving 'outsiders' implies that the family is failing to fulfil their caring responsibility and will bring further shame to the family (Chan & O'Connor 2008) . As a result, seeking help outside the domestic sphere is often the last resort.
The above studies primarily focus on the experiences of use of health and social care services among older people (Yu 2000 , Liu et al. 2015 and people with mental health issues from the Chinese communities in England (Hiew et al. 2008 , Koo 2012 . To date, the experience of social care of people from Chinese backgrounds with physical disabilities in England remains an unexplored territory. This paper aims to examine the factors affecting their experiences of social care. It also seeks to determine their levels of satisfaction with social care so that areas for service improvement could be identified.
Research design
This study adopted a qualitative methodology to explore the experiences of social care of Chinese people with physical disabilities (Moustakas 1994) . We used the research approach advocated by Van Manen (1997) which gives scope to focus on the essential themes of experiencing social care for physical disabilities. The early stages of the study took a descriptive approach, using face-to-face semi-structured interviews to capture the experiences of participants; the later stages followed an interpretive approach, using focus groups to facilitate interpretation. Ethics approval was obtained from the National Social Care Research Ethics Committee and informed consent was sought before data collection commenced. Pseudonyms were used in this paper to protect participants' identity.
Recruitment and sampling
We used purposive sampling to recruit people from a Chinese background, were aged between 18 and 70, had a physical impairment and were in receipt of social care services within 6 months before the time of the interview. Based on previous research experiences, we anticipated difficulties in recruiting participants from Chinese backgrounds with social care needs (Partridge 2013 . The dispersed Chinese population in the UK also makes recruitment more difficult (Dobbs et al. 2006) . Thus, recruitment materials were sent to all local authority adult social care teams, and widely distributed to Chinese community centres and Chinese supermarkets in major cities. The recruitment leaflets and posters were produced in both Chinese (traditional and simplified version) and English so that potential participants with different language skills could consider taking part in the study. The majority of participants were recruited through Chinese community centres in cities such as Birmingham, London, Manchester and Newcastle. A small number of participants contacted the research team directly and expressed interest to take part in the study.
Data collection
We began the study by conducting individual semi-structured interviews with people from Chinese backgrounds who received social care services for a physical disability. We then took the findings from the interviews to the focus groups to validate and clarify our interpretation of participants' experiences. Two bilingual researchers and one English-speaking researcher conducted individual interviews. An interview schedule with a set of open-ended questions was used to guide the interview. We began the interviews with questions such as: 'what is your experience of social care?' and 'how did you first come into contact with social care?' These open-ended questions provided room for participants to freely articulate their experiences. The interviews lasted between 30 and 80 minutes and took place either in Chinese community centres or participants' homes. In total, 26 Chinese people (15 women and 11 men) with physical impairment were interviewed. We stopped recruiting participants once data saturation had been reached. Interviews were carried out in the preferred language of participants; 18 interviews were conducted in a Chinese dialect including 16 in Cantonese and 2 in Mandarin, and 8 interviews in English. In some interviews, family members were also present and contributed to the discussion.
In the second stage of the study, we invited all interviewees to take part in focus group discussions. Focus groups were used to open up new perspectives and give deeper understandings on themes which emerged from the interviews (Bradbury-Jones et al. 2009 ). Fourteen participants agreed to attend the focus groups; two focus groups were conducted in Cantonese (CSFG1 and CSFG2) and one in English (ESFG). All focus groups took place in Chinese community centres and lasted between 50 and 90 minutes. In the focus groups, we asked participants to discuss our findings, which helped to verify our interpretation and generate new understanding of their experiences. Contextual information that could not be recorded in the interviews and focus groups was captured in our field notes.
We did not encounter any major ethical dilemmas throughout the research process. However, a number of participants appeared to be emotionally upset when they talked about their experiences of living with a physical disability, and the demand placed on their families to look after them. When participants showed signs of distress, we offered them the option to take a break, have the interview re-scheduled or withdraw from the study. All participants chose to continue the interview as they felt that it was important to have their experiences shared and voices heard. Participants were given information about bilingual counselling services should they wish to seek support from them.
Data analysis
All the interviews and focus group conversations were audio recorded and fully transcribed. As meaning can be lost and misinterpreted in translation (Yeung 2013), analysis of data was undertaken in the language used during the process of data collection. All interview transcripts were read independently by three researchers of the research team; the two bilingual researchers examined all transcripts and the other researcher examined the English transcripts. Initial labelling of codes and themes was completed bilingually by using the words that participants used in the interviews. This helped to retain the original meaning of the raw data, which is vital in any qualitative study (Moustakas 1994) . Verbatim quotations presented in this paper were translated into English.
The bilingual researchers worked out an English version of the Chinese codes and themes. The research team then discussed the initial analysis and came to an agreement of the final thematic representation. We went back to the original data repeatedly to make sure that key themes truly represented participants' experiences. Identified themes were presented to focus groups for validation. The same process was repeated for the analysis of focus group data. We compared the interview findings to the focus group data, explored for new meanings and insights and in the light of the new data, adjustments were made to the original analysis. We used the computer software QSR NVivo version 9 to manage the qualitative data. The software provides a transparent audit trail which enhances the credibility and trustworthiness of the study. Table 1 shows participants' characteristics. Their age ranged from 19 to 69; most of them were over 50 years of age. The majority of the participants were immigrants, and originated from Hong Kong, Mainland China, Malaysia and Singapore. Most of them had physical impairments as a result of stroke or other long-term illnesses such as multiple sclerosis and Parkinson's disease. At the time of the interview, 23 participants lived in the community and three lived in care homes. Each participant was given a pseudonym and the pseudonyms used were based on how participants were introduced to the researcher. For example, if the participant was introduced by his or her Chinese name and with a formal title, a Chinese pseudonym with a formal title was assigned to the participant.
Findings
Emerging themes that help to understand participants' experiences of social care include 'experience of getting access to social care', 'language difference as a barrier to negotiating services' and 'attitudes of social care workers'. Two themes -'reliance on personal resources' and 'using culturally specific services' -are preferred strategies used by participants to meet their social care needs.
Experience of getting access to social care
Participants spoke of the experiences of living with physical disabilities before they received support from social care. They described struggling to manage daily challenges and perform their social roles: Despite these struggles, participants had to manage their care with limited support from their personal networks for a prolonged period before they received assistance from social care. Not knowing where and how to access social care was one of the reasons for not getting support early. The collective responses from focus group members affirmed that they had to wait for a crisis before support was offered from social care. In many cases, participants only came into contact with social care when their health deteriorated to the extent that required hospital treatment:
The only way you could get help was to be hospitalised and then you would have the service. You need to get into the system! (ESFG) You know, the system works like this. Your condition has to become very serious to warrant their intervention. However, only the sufferers know the seriousness of the situation, we live with it every day . . . you know, they (social workers) actually don't understand. (CSFG 1) Feeling uncertain about their entitlement to services and being unfamiliar with the procedures involved impede help-seeking. This explains why many participants had to navigate through the healthcare system before they reached social care, which could have caused them delays in getting support and further confusions to their understanding of the organisation of social care.
Language difference as a barrier to negotiating services
Participants' pathway to social care was further compounded by language difference. Many participants encountered structural barriers to accessing social care because literature about services was not presented in their native language:
I don't know how to access services because I don't know English, I don't know how to ask for the information I need. (CSFG2) Unable to comprehend disability literature can cause delays in contacting social care. This partly explains why most participants only reached social care at a crisis point. They also felt disoriented and were unable to be fully involved during the assess-ment process because they were not able to communicate effectively with the English-speaking social workers. It has been discussed earlier that the inability to taking part in the assessment process can make people feel that their opinions are not valued (Healthcare Commission 2008), which can clearly affect their levels of satisfaction with social care. Participants' stories suggest that although social workers are aware of the importance and procedure to involve interpreters, family is often drawn in to perform the interpreter's role:
At the beginning, the social worker asked an interpreter for help. Now, if they need to speak to me, they will telephone my daughter and ask her to interpret. (Mr Tse) When the social worker cannot find an interpreter, she will ask my daughter to help. But you know my daughter lives in another city. It causes her troubles to travel here. (CSFG1)
Participants also expressed their concerns that they had exhausted their personal networks when social workers opted to involve their family and friends to play the role of interpreters:
Previously when I met the social worker, a friend came and helped to translate . . . she helped me many times, not just a couple of times, but now she stops coming. (Mrs Lee) Apart from the difficulty in getting support from independent interpreters, there are also concerns about the quality of translation. For about 6 months, Mr Yang did not understand the role of the social worker while he was in hospital because:
I didn't know she was a social worker, I didn't know what social worker did. My boss's wife interpreted for me . . . but at the beginning; I didn't understand anything they said. Actually the social worker found the boss's wife didn't translate everything for me. Poor quality of translation means that social workers are unable to gather accurate information during assessment and hence are not able to provide services to fully meet service users' needs. This in turn can have a determinant effect on levels of satisfaction with the services people receive.
Attitudes of social care workers
Despite initial difficulties in accessing services, once assessment was completed and services were put in place, a few participants expressed that they appreciated and were happy with the services they received and were impressed by the speedy response from social care. They noted:
There is nothing to improve. I am really happy with the services. I am really satisfied with it. You know we should not keep pushing for more. (Mr Ko)
The social worker gave us a lot of information. She explained to us about options and arranged someone to look after me so that my husband can go out to do shopping and take a break. We are really pleased with the services. (Mrs Lin)
The next stage went quite quickly, a social worker said someone would visit me in a week's time . . . and they came. It's just the first stage that you needed to get through was really hard. (Mrs Lam) A carer, who was present at the interview, expressed her gratitude for the support provided by social care:
At the beginning, there was no one to help, it was very stressful. Now there are people helping me, I feel better, more relaxed . . . I am very satisfied with the service. I feel so much better now. (Mr Tse's wife)
Our findings show that the services that are responsive, offer choices and provide a breathing space for their family can improve satisfaction levels. However, most participants did not have positive experiences with social care. Some of them expressed discontent with the uncaring attitudes of the social care workers. They said:
It is just like, they (domiciliary workers) do the job and they can't really be bothered more. (Mei Ling's Husband) I just feel the social worker is treating me like you're just another hopeless case . . . And there is a different care worker every time so I never get any sense of continuity. They don't seem very caring. They just come to do the job, and it isn't a very human experience. (Ah Fong) Three participants were living in care homes at the time of their interviews and they all complained about the services they received. Mrs Ho found the carers in the care home very frightening. As she was a wheelchair user and relied on care workers to provide personal care, she felt very vulnerable to harm and abuse. She and her family were hesitant to assert their dissatisfaction because of worry of possible reprisal. Her family therefore decided to look for alterative accommodation for her. Worse still, many participants felt that when they were not satisfied with the quality of services, they had no rights to ask for better services and their complaints would not be listened to:
My mother does not like making a fuss. She won't complain, won't say a word even though she is not happy with the home care . . . she thinks there is no point to complain. Mrs Wong's daughter said that her family would rather dig into their pocket to pay for someone to look after her mother than complaining about the care worker's poor attitudes. Many participants tended to adopt a pessimistic view that making their voices heard would yield little change. Some would consider terminating the services or chose to solely rely on personal resources to look after their needs.
Participants who spoke fluent English were more aware of their entitlements to services and were better informed of the organisation of social care. However, they felt frustrated and disappointed with the unresponsive attitudes of social care and the bureaucratic nature of the referral process:
I sent emails and made phone calls to say that I needed a social worker but they were not bothered to reply to phone calls or emails. (ESFG) Angela had a stroke and as a result, one side of her body was paralysed. However, it took social care a few months to respond to her request for assessment. She recalled:
The social worker probably thought I could pay for a private helper. She didn't offer any alternatives, no. So I had to pay for a helper. I didn't have any assistance for a few months. (Angela) Participants in the English-speaking focus group were keen to explore different ways to have their voices heard. They agreed:
We could perhaps do with an advocate! We can have different forums on different things so that we can share the information. I've found a good way to get results. You go onto the authority's website and go to adult social care complaints, just click onto that. If you send an email, send a copy of the email to someone and just record everything that you do.
Reliance on personal resources
Participants' stories reveal that despite the input from social care, their needs were not adequately met. Hence, their families remained active in providing care for them:
There's only my husband, he quitted his job to look after me. He does the cleaning, cooking, shopping, taking me to see the doctor. (Mrs Lee) My wife is the main carer. She wants to visit her family in Hong Kong but she can't, she cannot leave me alone. There are only two of us. If she goes, I cannot manage. (CSFG 2) The belief in self-reliance also explains why many Chinese families continue to perform their caring responsibility despite the input from social care. Seeking outside help is negatively perceived in Chinese societies as it openly admits that the family is unable to care for their own (Au & Au 1994 , Chan & O'Connor 2008 . Participants remarked:
It's the habit of Chinese, we like being self-reliant. We seldom ask for help. We are not outspoken, so very often our family helps out as much as they can. However, apart from my daughter, I have no relatives to help me. (Alan) I think basically I need help for everything but naturally I say no to any outside help. My younger brother will help. I think that's a very natural response but apart from my brother, there is no one else to help me. (David) As most participants were immigrants, many of them experienced breakdown of support networks and were separated from their former social connections in their home countries (Ryan 2011) . It was less likely for them to access their extended family networks but to rely on a few family links (Chan 2004 , Mak et al. 2007 , Rochelle & Shardlow 2012 . This gave rise to their concerns that it could quickly exhaust their family resources from people who had already made sacrifice to care for them such as 'quitting their job' or travelling a long distance to offer help. Holding back his tears, Mr Lau said he felt like a heavy burden to his wife: I used to work and we had a comfortable life. Now, I have to rely on my wife. She has to go to work and make sure there is food in the house for me. I try to help, try to clean the floor but I can't even see whether the floor is clean. I am such a burden to her.
Using culturally specific services
A resonate message from all participants demonstrates that they highly valued services that met their language and cultural needs. They complimented the benefits of having Chinese-specific services:
If there is Chinese staff helping me, that's much better. At least we can understand each other. However, there is nothing I can do; I am pleased with the service they provide. (Mr Tse) At the moment, there are people from the Chinese Association, they really help me. I am fortunate to have them to help me. Otherwise, it's a headache. (CSFG 2) Apart from addressing their linguistic needs, many participants reported that they relied on day services provided by Chinese welfare organisations to meet their social and dietary needs:
I like going to the Chinese community centre for recreational activities such as Tai Chi, Mahjong (a game originally from China and is played by four players). (Margaret)
In the care home, they only have western food. They give me a few chips and cold salad. The chips are very dry and I have to drink water to swallow them. I want our hot soup. (Mrs Ho) Our food is different from theirs (the English). At the end of the day, we are not used to what they eat. We like rice porridge, rice, noodles. (Kai-la) Food plays an important role in Chinese culture and it serves to meet more than one's physical needs (Mclnerney 1992) . The predominance of potato-based meals, bread and cold salad is a mismatch for Chinese people's staple diet. Participants reported that they favoured food that was prepared in Chinese ways. As Gunaratnam (2001) suggests, food has significant symbolic implications in healthcare institutions as it represents one's cultural identity. This is particularly important for participants who live in care homes. Both Mr Yang and Alan commented that living in the care home was like serving a life sentence in prison, as they were always surrounded by English-speaking people that they could not converse with. Having Chinese meals served and the opportunity to mingle with other people who share their cultural identity will bring huge benefits to their psychological well-being. This in turn has a positive impact on service satisfaction levels.
Discussion
Consistent with existing literature (Smedley et al. 2003 , Mullan et al. 2009 , Liu et al. 2015 , this study finds that language difference remains a structural barrier for people from Chinese backgrounds when negotiating access to and navigating through public services. Because information about disability support services is mainly produced in English, most participants find it difficult to reach social care. Inability to communicate in English also means that some cannot be fully involved in the assessment and care plan review process and hence are 'disabled' to share their views about their needs and services they receive. Although many local authorities have developed and implemented policies and procedures to involve interpreters in practice, it is worrying to see that when independent interpreters are not available, social workers will approach family members directly and rely on them to communicate. Other studies find that because of the bureaucratic procedure and cost to locate suitable interpreters, professionals often seek family members to facilitate communication, especially in the events of emergency (Chau et al. 2012 , Yeung 2013 ). This further disempowers individuals and can compromise their rights to confidentiality and impartiality (Koo 2012) .
It is also disconcerting to learn that participants believed that they had to be hospitalised in order to get support from social care. Many participants only managed to 'muddle through' the system to receive services and remained very unclear about the role of different professionals and the organisation they represented. Uncertainty of the organisation of social care can have significant implications for their secondary help-seeking. This finding is a contribution to existing literature, which highlights the importance of continual support of quality interpreting services throughout the help-seeking and help-receiving process.
Participants in this study shared their strong belief that it was their duty, 'the habit of Chinese', to look after family members and they should not burden with others their caring responsibilities. Family should do their utmost to fulfil their duty as failure to conform to this expectation will bring shame to the family (Chan & O'Connor 2008 , Koo 2012 . However, Chinese people are not immune to the stress brought forth by caring for relatives with physical disabilities. The strong emotional response from participants during the interview process reflects that they are deeply concerned about their close families as they have to bear the caring responsibility for their long-term care need. Here, we can see the dilemma faced by the participants because of the cultural expectation of looking after their own and the limited support from their small close-knit family network. This explains why they only come into contact with social care when their families reach a breaking point. Our findings also help us understand why some participants really appreciated the external support provided by social care as it helped to alleviate the stress of their overstrained small support networks, especially for those families who were already exhausted before they reached social care.
This study finds that most participants were disinclined to complain even though they were displeased with the quality of services. Previous research evidence suggests that it is uncharacteristic of Chinese character to speak out about personal suffering and assert their needs in the public domain (Chan & O'Connor 2008) . In traditional Chinese society, much emphasis is placed on social harmony, and individual rights should give way to collective goods. Hence, Chinese people are reluctant to complain and will avoid open confrontation if possible (Hwang 2012) . However, findings here suggest that this cultural factor does not fully explain participants' reticence to complain. Participants expressed that they could not expect a lot from social care and felt that they had no rights to voice their opinions. They also adopted a pessimistic view that 'there is nothing they can do' and their complaints would fall on deaf ears as social care would not be able to understand their needs. Feeling unable to voice their opinions about the services they receive can have negative effects on satisfaction levels as social care is unable to learn from their experiences and make appropriate adjustment to meet their needs. This explains why some will terminate services or remain reliant on their family to care for them. We argue here that to enable them to fully utilise social care services, resources to inform their citizen rights and to support them to articulate their concerns should be made available.
Additionally, our findings show that participants who were proficient in English found it easier to navigate through the system to seek help. Perhaps, it is because they can access disability literature and hence are more aware of the routes and their rights to services (Nguyen & Lee 2012) . However, they are not impressed by the unresponsive bureaucracy. Proficiency in English means that they are better informed of different channels to articulate their dissatisfaction and challenge malpractice. They are also more proactive in exploring different avenues to voice their concerns. This challenges the stereotypical views about people from Chinese backgrounds that they are reluctant to assert their views. It also lends support to our earlier claim that structural factors in part hinder Chinese people from expressing their concerns about the services they receive from social care.
This study finds that those who stay in care homes are more isolated, most unhappy and vulnera-ble as they are unable to communicate with care workers, and their food preferences and social needs are not adequately catered for. A strong theme emerging from the data indicates that participants felt more at ease and more comforted if care workers could communicate with them in their native language. This highlights the important role played by Chinese welfare organisations (Fisher & Glanfield 2009 , Mullan et al. 2009 ). The use of Chinese care workers means that it can help to resolve communication barriers and better meet the cultural needs of people from Chinese backgrounds as their food can be prepared in a way that they appreciate (Payne et al. 2008 , Mullan et al. 2009 ).
The findings from our study suggest that participants generally had no or low expectations of social care and indeed some did not expect to receive any services at all. This is particularly evident among the migrant community who have no previous experience of disability support services in their home country (Fisher & Glanfield 2009 , Liu et al. 2015 . Payne et al.'s (2008) study found that first-generation migrants feel that because of their second-class citizen status, they should not keep pushing for more from the government. Others perceive that the western model of delivery and organisation of health and social care services are not compatible with the way they conceptualise their needs and hence do not see the point of using mainstream services (Liu et al. 2014) . For some, this explains their high levels of satisfaction if a service is offered, but for others it could result in disengagement from services.
Limitations of the study
The findings of the study should be treated with caution, given the sample size was relatively small. Also, nearly all participants are of immigrant backgrounds and reside in cities where support services provided by Chinese welfare organisations are available. Therefore, the experiences of those who were born in the UK, and live in rural areas and have limited access to Chinese welfare organisations are under-represented in this study. It is also interesting to note that no participants reported that they experienced stigma concerning their physical competence and bodily appearance. Further enquiry into this area is required to explore how it may impede help-seeking.
Conclusion
Our study finds that experiences of social care among people from Chinese backgrounds are influenced by structural and cultural factors. It is an ongoing struggle especially for those who are not proficient in English, to negotiate access and organisation of their social care. The findings clearly show that many participants remain confused about the organisation of social care and they can be easily lost in the system. Social care service needs to be aware of the tension between their reluctance to receive support outside family and the demand of caring responsibility placed on the family. Hence, the role of the family should not be overrated. It is evident that the participants and their families initially welcome the input from social care as it provides a breathing space for the family. However, when families find that social care cannot adequately meet their needs, they feel that they cannot and should not voice their dissatisfaction. Instead, they will consider resuming their 'duty' and remain active in caring for their relative. To fully meet the social care needs of people with physical disabilities from Chinese backgrounds and improve service satisfaction levels, social care needs to address these structural and cultural factors. A clear communication strategy that takes account of the verbal and written languages used by the diverse set of Chinese communities in England is needed. Chinese welfare organisations are best placed to support and empower this marginalised community to help them understand and assert their rights. They play a crucial role to meet the linguistic and cultural needs of Chinese people. If social care is committed to promote early access, equality and fair treatment, continuous commitment and closer collaboration with Chinese welfare organisations are needed.
